Rare Disease Council Quarterly Meeting
Tuesday, September 20, 2022, 10:00 AM - 2:00 PM

Meeting Location & Address:
Virginia Hospital & Healthcare Association
Washington and Jefferson Meeting Rooms

4200 Innslake Dr, Glen Allen, VA 23060

Draft Meeting Agenda

10:00-10:10 Call Meeting to Order, Roll Call and Introductions, Review Agenda

10:10-10:30 Joann Bodurtha, MD, MPH, FACMG
Project Co-Director, New York Mid-Atlantic Caribbean Regional Genetics Network

10:30-10:50 Tiffany Kimbrough, MD, FAAP, Rare Disease Council Member
Medical Director Mother Infant Unit & Associate Professor, General Pediatrics
Children's Hospital of Richmond at VCU

10:50-11:10 Public Comment Period
(time period may be shorter based on number of comments received)

11:10-11:30 Council Updates
e NORD Rare Disease Advisory Council Members Meeting
e VCU Genetics Team Meeting
e Virginia BIO Briefing
e Other updates

11:30-12:30 Lunch Break

12:30-1:30 Council Business
e Bylaws
e Meeting Minutes
e Mission Statement
e \Vision Statement
e Proposed Workgroups
e Planning for Next Meeting

1:30-1:50 Discussion about Legislative Processes and Public Meetings
Joseph Hilbert, Deputy Commissioner for Governmental and Regulatory Affairs,

Virginia Department of Health

1:50-2:00 Council Member Closing Discussion, Adjourn



